Background: People from South Asian backgrounds present to dementia services relatively late, often responding to crises. We aimed to devise and validate a theory of planned behaviour questionnaire to measure attitudes that predict medical help-seeking for UK-based South Asian people, to assess the effectiveness of future interventions promoting earlier help-seeking. Methods: We used focus groups to establish the content validity of culturally relevant questionnaire items, then asked participants to complete the questionnaire. We analysed reliability and validity and established the concurrent validity of questionnaire attitudes through correlation with willingness to seek help from a doctor for memory problems. We also correlated the scale with knowledge of dementia. Results: The strongest predictor of willingness to seek help was perceived social pressure from significant others around help-seeking; these attitudes were associated with beliefs about the views of family members and embarrassment around help-seeking. Willingness to seek help was also strongly associated with attitudes about the benefits of seeing a doctor for memory problems, attitudes that were related to specific beliefs about what doctors can do to help. Attitudes in the questionnaire predicted 77% of variance in willingness to seek help, but no relationship was found with dementia knowledge. Conclusions: We present the Attitudes of People from Ethnic Minorities to Help-Seeking for Dementia (APEND) questionnaire, a valid and reliable measure of attitudes that influence help-seeking for dementia in people from South Asian backgrounds, which could assess the impact of intervention studies. We suggest that interventions target attitudes specified here, rather than dementia knowledge. Copyright # 2016 John Wiley & Sons, Ltd.
Introduction
UK dementia policy for earlier detection and diagnosis of dementia was established because of multiple benefits for the individual and their families, including improved care planning and avoiding unnecessary institutionalisation (Department of Health, 2009 ). Dementia appears to be more common in black and minority ethnic (BME) groups (All-party parliamentary group on dementia, 2013; Moriarty et al., 2011 ), yet they use services later in the illness than their White British counterparts, often when there are severe impairments or in response to a crisis (Cooper et al., 2010; Mukadam et al., 2011b) . People of South Asian origin comprise around a third of the UK BME populations (Office for National Statistics, 2009) .
Family members are an important influence on helpseeking in people from South Asian backgrounds, as they may notice early dementia symptoms such as memory problems (La Fontaine et al., 2007; Mukadam et al., 2011a) . Cultural expectations regarding caring for family members and respect for the family hierarchy may prevent discussion of dementia symptoms and delay seeking external help and support (La Fontaine et al., 2007; Lawrence et al., 2008; Mukadam et al., 2011a) . Stigma and shame surrounding dementia in South Asian communities may also influence helpseeking (Adamson, 2001; Bowes and Wilkinson, 2003; Mukadam et al., 2011a) . Some people from South Asian backgrounds believe that general practitioners (GPs) fail to notice or to provide help for symptoms because of prioritising physical health (La Fontaine et al., 2007; Mukadam et al., 2011a) .
In addition to these cultural attitudes, two other types of barrier to help-seeking for dementia have been identified in South Asian and other BME groups (summarised in Mukadam et al., 2011b) . Firstly, beliefs about health care, such as that there is no value in getting a diagnosis of dementia (La Fontaine et al., 2007; Mukadam et al., 2011a) . Secondly, quantitative as well as qualitative evidence suggests that less dementia knowledge and misattributions of the causes of symptoms delay medical help-seeking (Seabrooke and Milne, 2009; Watari and Gatz, 2004; Werner, 2003) .
We used an established model of health-related behaviour: the theory of planned behaviour (Ajzen, 1991) to quantify the influence of culturally relevant attitudes on help-seeking. Social normative influences measured using the theory of planned behaviour are of central importance in addressing cultural attitudes about professional help-seeking for mental health issues (Mak and Davis, 2014; Mo and Mak, 2009) . We hypothesised that the theory of planned behaviour could similarly capture the influence and involvement of family members in decisions about help-seeking for dementia in people from South Asian backgrounds (La Fontaine et al., 2007; Lawrence et al., 2008; Mukadam et al., 2011a) .
The theory of planned behaviour predicts that three types of attitude directly influence 'behavioural intention' or willingness to seek help for early dementia symptoms (refer to Figure 1 ). Behavioural attitudes (BAs) represent views about whether or not to seek help, which are influenced by behavioural beliefs (BBs) about advantages or disadvantages of helpseeking. Normative beliefs (NBs) identify individuals or groups that would approve or disapprove of helpseeking and influence attitudes about whether significant people in a person's life approve or disapprove of the behaviour (subjective norms (SNs)). Finally, control beliefs (CBs) are about factors that influence the likelihood of seeking help for dementia and also the ease or difficulty of seeking help (perceived behavioural control (PBC)). The influence of specific socio-cultural attitudes can be investigated via indirect theory of planned behaviour beliefs (Mak and Davis, 2014; Mo and Mak, 2009) .
We aimed to use the theory of planned behaviour to develop and validate a questionnaire by assessing whether attitudes found in UK-based people from South Asian backgrounds are associated with willingness to seek help from a GP for memory problems. A secondary aim was to investigate the relationship between knowledge about dementia and willingness to seek help in this population.
Methods
This was part of a larger research project led by N.M. approved by the National Research Ethics Service.
We proceeded in two stages: (1) qualitative interviews to develop and pilot theory of planned behaviour belief-based measures for a questionnaire; and (2) a questionnaire study to validate the instrument.
Participants
We recruited first-and second-generation South Asian adults originating from the Indian subcontinent, by purposively sampling community organisations and then snowballing to reach participants outside these organisations. We continued to recruit until we had participants of either gender, differing ages and religions, a range of educational levels and countries of origin. We used paid interpreters from community Figure 1 The theory of planned behaviour model (Ajzen, 1991) used to investigate attitudes associated with intention* or willingness to seek help from a doctor for memory problems centres where requested for focus groups. We asked only English-speaking participants to complete the questionnaire. All participants gave informed consent.
Qualitative interviews
We used a vignette (refer to Figure 2 ) of Mrs Chaudry, a South Asian older adult with memory difficulties strongly suggestive of early dementia in focus groups or in individual interviews, if less than four participants came to a group. The vignette was developed as part of a larger qualitative study to prompt discussion around barriers and facilitators to help-seeking (Mukadam et al., 2015) .
Questionnaire study
Participants completed the questionnaire either in a community setting or online (SurveyMonkey, 2014) . The questionnaire comprised:
Background participant information. We collected age, sex, marital status, education, employment status and occupation, ethnicity, country of birth, first language and religion. We also asked about personal experience of dementia: knowing someone well with dementia or caring for someone as a family or paid carer.
Theory of planned behaviour attitudes questionnaire (refer to Table 3 ). Participants were asked to imagine they were experiencing memory problems as in the vignette (refer to Figure 2 ). Questionnaire items were developed using beliefs informed by our interviews and previous literature, described further in the succeeding texts. Items were scored on a 7-point rating scale from 1 (strongly disagree) to 7 (strongly agree).
Dementia Knowledge Questionnaire. We measured knowledge of dementia using the Dementia Knowledge Questionnaire (Graham et al., 1997) , a short measure covering basic epidemiology, aetiology and symptoms of dementia. It has been validated in family carers of people with dementia (Graham et al., 1997) and in South Asian older adults (Purandare et al., 2007) .
Power calculation. We calculated that a sample size of 37 was needed for the questionnaire study, using a 95% confidence level, 80% power and assuming a minimum clinically significant association of 0.4 between direct theory of planned behaviour attitudes and willingness to seek help (Dunn and Everitt, 1995; Mak and Davis, 2014; Schomerus et al., 2009 ).
Analyses
We used qualitative analysis of the audio-taped and transcribed focus group discussions and interviews to identify indirect BBs, NBs and CBs (refer to theory of planned behaviour model in Figure 1 ) about help-seeking for dementia. We first analysed transcriptions for themes about beliefs that facilitate or hinder help-seeking for memory problems; these analyses were designed to additionally inform a larger study (Mukadam et al., 2015) (refer to this paper for a detailed description). Next, we used elicitation questions from theory of planned behaviour guidance (Ajzen, 2006; Francis et al., 2004) to identify and structure indirect belief items from focus group themes (refer to Table 2 ). We compared indirect beliefs with previous research and discussed them with the group of researchers to establish content validity.
We used Stata for statistical analyses (StataCorp, 2007) . We assessed associations between willingness to seek help and theory of planned behaviour attitudes and with dementia knowledge respectively using Pearson's correlation. Where normality assumptions were not met, we used Spearman's rank correlation. We also examined association of the combined contributions of theory of planned behaviour attitudes on willingness to seek help, using bootstrapped linear regression with 95% confidence intervals (CIs) using 2000 replicates (Francis et al., 2004) .
Results

Participants
Fifty-eight people (34 female), with an average age of 60.0 years (standard deviation (SD): 15.1, range 18-83) and 11.4 average years of education (SD: 6.4, range 0-23), took part in the qualitative interviews. Fifteen focus group participants completed and gave Figure 2 Vignette used for qualitative interviews and in the questionnaire feedback on a pilot questionnaire. These results were not included in the quantitative analyses.
We analysed 51 participants' responses (26 written, 25 online) who completed the questionnaire, excluding three online participants' responses (one did not complete background items; two were not from a South Asian ethnic group). None of the participants had previously completed the pilot questionnaire study. We read the questionnaire to four participants who found reading English difficult. Thirty-four participants (66.7%) were female. The average age of participants was 50.6 years (SD: 21.8, range 18-85), and years of education was 14.4 years (SD: 3.6, range 4-22). Table 1 shows further socio-demographic characteristics. There was a heterogeneous representation of ethnicities (mainly Indian, Pakistani and Sri Lankan), countries of birth, first languages and religious backgrounds. Approximately a fifth of participants reported personal experience of caring for someone with dementia, and over half of participants had known someone with the condition well.
Questionnaire development
We developed three items each for intention to seek help (IN) and direct attitudes: BAs, SNs and PBC using standardised theory of planned behaviour formats (Ajzen, 2006; Francis et al., 2004) . We developed indirect beliefs using qualitative analyses as described in the preceding texts. A summary of themes identified and questionnaire items subsequently developed are displayed in Table 2 . For each indirect belief (BB, NB, CB), corresponding outcome evaluations (OEs), motivation to comply (MC) and power of control (PoC) ratings were developed respectively (Ajzen, 1991) . These quantify the perceived likelihood, importance or desirability of outcomes specified in the beliefs (Ajzen, 1991) . We made modifications to questionnaire items based on feedback from piloting; Table 3 shows all questionnaire items.
Item analysis and internal consistency
Inter-item correlation coefficients indicated sufficient internal consistency between the three help-seeking intention items (rho 0.61-0.76; all coefficients p < 0.001, df = 49) and between the three PBC items (rho 0.39-0.72; all coefficients p < 0.001, df = 49). Inter-item correlation coefficients for the three BA items ranged between rho 0.82 and 0.90 (all coefficients p < 0.001, df = 49); however, one item (BA1) was removed because of high inter-item correlation (rho > 0.85) indicating redundancy (Campbell and Fiske, 1959) . For SN items, inter-item correlation was sufficient between SN1 and SN2 (rho = 0.60, p < 0.001, df = 49) but not for SN3 (rho < 0.30), and this item was removed from further analyses (Francis et al., 2004) .
The final set of seven direct attitude items: two behavioural attitudes (BA2, BA3), two subjective norms (SN1, SN2) and all three PBC items attained an acceptable level of internal consistency (α = 0.86). For further analyses, composite scores were derived using an average rating across final items for each attitude (BA, SN, PBC) and across all three intention items (Francis et al., 2004) .
Relationship between attitudes and willingness to seek help Table 3 shows questionnaire ratings (N = 51). All direct attitude and intention ratings were negatively skewed, with average ratings indicating favourable help-seeking intentions and attitudes.
Participants who were more likely to consider that seeking help from their doctor for memory problems would be good and useful: rho = 0.70, p < 0.001, df = 49, approved of and expected by those important to them: rho = 0.74, p < 0.001, df = 49, and as easy to achieve and under their control: rho = 0.64, p < 0.001, df = 49, were more willing to seek help.
The combined model explained 77% of the variance in willingness to seek help for memory problems (R 2 = 78.0, adjusted R 2 = 76.5; Wald χ 2 (3, 47) = 102.6; p < 0.0001). In the model, anticipated social pressure from important others was most strongly associated with willingness to seek help (B = 0.80, β = 0.63, CI (0.42: 1.17), p < 0.0001). Appraisals of seeking help as good and useful were also strongly associated with intention (B = 0.59, β = 0.45, CI (0.25: 0.92), p = 0.001). Judging that seeking help is easy and under the person's control was not associated with willingness to seek help (B = À0.12, β = À0.10, CI (À0.49: 0.25), p = 0.54).
Relationship between specific beliefs and willingness to seek help Participants indicating greater agreement that doctors are able to provide help for memory problems in terms of treatments (BB1*OE1), understanding about the cause of problems (BB2*OE2) and information about services (BB3*OE3) were more likely to consider that seeking help from their doctor for memory problems would be good and useful (correlations with BAs: rho = 0.79, rho = 0.63, rho = 0.68 respectively; all coefficients p < 0.001, df = 49). Participants indicating greater agreement with these three beliefs (analysed using a composite of three weighted beliefs BB i *OE i (Francis et al., 2004) ) were also more likely to indicate that they would seek help from a doctor for memory problems (rho = 0.68, p < 0.001, df = 49).
Participants who considered that family members think that they should seek help from a doctor for memory problems (NB1*MC1) were more likely to believe that people important to them approve of and expect help-seeking (correlation with SNs: rho = 0.33, p = 0.02, df = 49). In contrast, participants with a greater belief that seeking help from a doctor for memory problems is embarrassing (NB4) were less likely to believe that significant others approve of or expect help-seeking (rho = À0.41, p = 0.003, df = 49). The combined influence of these two beliefs, in which the influence of NB4 was reversed in analysis (Ajzen, 1991) , was associated with willingness to seek help (rho = 0.53, p < 0.001, df = 49).
Neither the NBs about the influence of the views of community members (NB2*MC2) nor that seeking help means being disloyal to family members (NB3) were associated with social pressure to seek help (correlation with SNs: rho = 0.07, p = 0.62 and rho = À0.09, p = 0.55 respectively; both df = 49). Also, no relationship was found between believing that memory problems would not be prioritised over physical health problems in GP appointments (CB1*PoC1) and perceiving that seeking help is easy and under the person's control (correlation with PBC: rho = À0.05, p = 0.71, df = 49).
Relationship between dementia knowledge and willingness to seek help
The average Dementia Knowledge Questionnaire score was 8.9 out of 19 (SD: 3.9, range 2-18; N = 51), higher than scores reported previously in people from South Asian backgrounds: median = 3 out of 19 (25th-75th percentile: 2-5; N = 170) (Purandare et al., 2007) . Knowledge score was not related to willingness to seek help from a doctor for memory problems (rho = À0.18, p = 0.21, df = 49) or with attitudes found to predict helpseeking (BAs: rho = À0.20, p = 0.16; SNs: rho = À0.11, p = 0.46; PBC: rho = À0.22, p = 0.11; all df = 49).
Discussion
The final questionnaire developed, APEND, is a valid and reliable questionnaire that measures UK-based people from South Asian backgrounds' attitudes towards help-seeking from a doctor for dementia (refer to Appendix). We established face, content and then concurrent validity through its association with a measure of willingness to seek help from a doctor for memory problems. The questionnaire can be used to investigate the impact of interventions aiming to increase help-seeking for memory problems in this ethnic group. Willingness to seek help from a doctor for memory symptoms was largely explained by attitudes, accounting for 77% of the variance. This is more than in studies of intention to seek professional help for mental health problems (41 to 61%; Mak and Davis, 2014; Mo and Mak, 2009; Schomerus et al., 2009) and an average of 39% of variance in behavioural intention reported in a meta-analysis of 185 theory of planned behaviour studies (Armitage and Conner, 2001) .
Attitudes related to social pressure, that significant others would approve of or expect help-seeking from a doctor for memory problems, were most strongly associated with willingness to seek help, similar to findings for mental health problems (Mak and Davis, 2014; Mo and Mak, 2009) . Our findings that beliefs about family members' views of help-seeking were perceived as social pressure and influenced willingness to seek help from a doctor are consistent with other studies (Lawrence et al., 2008; EQ: What factors would hinder or inhibit seeking help from a doctor for memory problems?
Memory problems would not be prioritised over physical health problems in GP appointments CB1: My doctor would prioritise physical health problems over memory problems in appointments a We used elicitation questions (EQs) from theory of planned behaviour guidance (Ajzen, 2006; Francis et al., 2004) to identify indirect beliefs from focus group themes.
b
We asked participants to rate indirect beliefs on a scale from 1 (strongly disagree) to 7 (strongly agree).
c Negatively worded items were not used on the basis of feedback from piloting; scales using mixed positive and negative wording can be problematic in cross-cultural applications (Wong et al., 2003) .
2011a). As in other studies, those that found it more embarrassing or stigmatising to seek help for memory problems were less likely both to perceive social pressure to seek help and to indicate that they would see a doctor (Bowes and Wilkinson, 2003; La Fontaine et al., 2007) . An intervention could target attitudes that help-seeking might benefit the family as well as the person with dementia, for example, that seeking help is not giving up responsibility for caring, but can help the family to support a relative with dementia to live as well as possible (Mukadam et al., 2015) . Attitudes about perceiving help-seeking for memory problems as useful and good was strongly associated with willingness to seek help. 'BAs' are Other rating scales were used for behavioural attitude (BAs) items as displayed. We chose the median to measure central tendency, as all ratings were negatively skewed except where indicated: n = normally distributed; + = possitively skewed (Manikandan, 2011). d commonly strong predictors in theory of planned behaviour studies of other health behaviours including help-seeking for mental health problems (Armitage and Conner, 2001; Mo and Mak, 2009; Schomerus et al., 2009) . Specific beliefs that doctors can provide help for memory problems in terms of treatments, understanding about the cause of problems and information about services were associated with more positive attitudes about the benefits of help-seeking and greater willingness to seek help. These addressed health carerelated beliefs previously identified as barriers (La Fontaine et al., 2007; Mukadam et al., 2011b) . They highlight potential targets for interventions around what help is available, for example, promoting the view that sometimes understanding the cause of memory problems can provide reassurance that you do not have dementia (Mukadam et al., 2015) . Participants who considered seeking help from their doctor for memory problems as easy to achieve and under their control were more willing to seek help. However, this was not an important factor compared with other attitudes. This is consistent with theory of planned behaviour findings for mental health issues (Mo and Mak, 2009; Schomerus et al., 2009) . A belief that memory problems would not be prioritised over physical health problems in GP appointments was not associated with reduced sense of ease or control over helpseeking for memory problems. The minor influence of these attitudes may reflect the perceived ease of seeing a doctor (Schomerus et al., 2009 ), as high rates of general attendance at GP appointments are reported in people from South Asian backgrounds (Scaife et al., 2000) .
General knowledge of dementia was not associated with willingness to seek help for memory problems or with attitudes found to predict help-seeking. This may be because the average knowledge was much higher than previously (Purandare et al., 2007) , and this barrier is now less relevant, possibly because of higher levels of dementia knowledge because of a general increase in the UK population with awareness campaigns (Department of Health, 2011). In addition, our sample was younger, entirely English speaking and possibly more educated, so may have had greater exposure to information about dementia available via the UK media (Werner, 2001) . Nonetheless, our findings predict that tailored interventions targeting relevant attitudes could more successfully influence help-seeking behaviour than information, which is similar to other health conditions including mental health issues (Gulliver et al., 2012a; Naylor et al., 2012; Robertson, 2008; Zeh et al., 2012) .
Limitations
Positive attitudes do not always translate into seeking help from a professional (Gulliver et al., 2012a; Gulliver et al., 2012b) . This is important as we found frequent favourable attitudes and willingness towards help-seeking for memory problems, which may also be because we interviewed a self-selected sample consisting of a relatively high proportion of individuals that had cared for someone with dementia (Alzheimer's Society, 2012). This may limit the generalisability of our findings but should not affect the usability of the questionnaire in measuring attitudes. To further investigate the relationship between knowledge of dementia and attitudes to help-seeking, there is a need for replication in larger samples, with examination of the influence of educational experiences and exposure to information about dementia. Also, we asked participants about their views of seeking-help for memory problems for themselves after depicting memory problems in an older relative in the vignette. It may be more valid to assess help-seeking for a family member rather than for oneself, particularly with younger participants.
The questionnaire was in English, and the sample had above average education (United Nations Development Programme, 2013) that may be representative of English-speaking South Asian people living in London (Ahmed and Lemkau, 2000; Lymperopoulou and Parameshwaran, 2014) but not the wider South Asian community. Some of the focus group participants were non-English speaking and had an overall lower educational level. It will be important to develop translated versions for future research and clinical use and to explore whether it detects change in attitude.
Conclusions
We present a valid and reliable measure of attitudes that influence help-seeking for dementia in people in the UK from South Asian backgrounds: an ethnic minority group that present relatively late to dementia services. The questionnaire will help assess the mechanism of any change and because of the relationship between attitudes and willingness to seek help, assess the likely impact of any intervention. We plan to use it to assess the impact of an intervention to encourage help-seeking for dementia in people from South Asian backgrounds.
